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less	 than	 one	 percent	 of	 breast	 cancer	 diagnoses	 (Quincey,	Williamson,	&	Winstanley,	
2016).	 Conversely,	 one	 in	 eight	 women	 will	 be	 diagnosed	 with	 breast	 cancer	 in	 their	






lens	 of	 heterosexism.	One	 common	 example	 of	 this	 heterosexism	 is	 the	 association	 of	
















several	 factors	 including	 diagnosis	 and	 prognosis,	 recommendations	 of	 clinicians	 and	
surgeons,	and	individual	characteristics	of	the	patient.	This	invasive	and	possibly	traumatic	





ownership	 over	 the	 female	 breast	 during	 disease	 are	 important	 to	 a	 comprehensive	
understanding	of	the	social	and	cultural	role	of	the	female	breast.	




and	 cultural	 environment	 has	 created	 many	 different	 versions	 of	 the	 female	 breast	
throughout	history.	These	perceptions	are	not	concepts	entirely	external	to	the	individual,	
but	 are	 also	 embodied	 by	 that	 individual.	 In	 effect,	 the	 perception	 of	 one’s	 own	 body	
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comes	 not	 only	 from	 the	 self	 but	 also	 from	 these	 external	 influences.	 To	 understand	
individual	 interpretation	 of	 the	 breast,	 one	 must	 understand	 cultural	 and	 societal	



















































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































less	 than	 one	 percent	 of	 breast	 cancer	 diagnoses	 (Quincy,	 Williamson,	 &	 Winstanley,	
2016).	 Conversely,	 one	 in	 eight	 women	 will	 be	 diagnosed	 with	 breast	 cancer	 in	 their	







lens	 of	 heterosexism.	One	 common	 example	 of	 this	 heterosexism	 is	 the	 association	 of	























and	 cultural	 environment	 has	 created	 many	 different	 versions	 of	 the	 female	 breast	
throughout	history.	These	perceptions	are	not	concepts	entirely	external	to	the	individual,	
but	 are	 also	 embodied	 by	 that	 individual.	 In	 effect,	 the	 perception	 of	 one’s	 own	 body	
comes	 not	 only	 from	 the	 self	 but	 also	 from	 these	 external	 influences.	 To	 understand	
individual	 interpretation	 of	 the	 breast,	 one	 must	 understand	 cultural	 and	 societal	













intercourse	 (Barber,	 1995;	 Ryan	 &	 Jethá,	 2010).	While	 these	may	 be	 the	 evolutionary	
beginnings	 for	 the	 human	 breast,	 these	 beginnings	 by	 no	 means	 constitute	 the	
comprehensive	story	of	the	current	role	of	the	breast	in	the	lives	of	individuals	and	society.	
Western,	 particularly	 American	 and	 European,	 conceptions	 of	 the	 breast	 have	
included	 the	 sacred,	 the	 erotic,	 the	 domestic,	 the	 political,	 the	 psychological,	 the	




the	 prevailing	 representation	 of	 the	 breast	 throughout	 the	world	was	 a	 symbol	 of	 the	
sacred.	 Paintings,	 sculptures,	 and	 stories	 from	 that	 time	 attribute	 the	 birth	 of	 values,	
power,	and	even	the	Milky	Way	to	the	breast	and	breast	milk.	Profound	emphasis	was	put	
on	women’s	role	feeding	young	and	sustaining	the	family	(Yalom,	1997).		




















endorsed	 ideals	 of	 classism,	 which	 equated	 lower	 classes	 within	 society	 with	 venereal	
diseases	and	loose	morals.	For	opponents,	breastfeeding	needed	to	remain	the	job	of	the	




















can	 be	 seen	 and	 by	 whom.	With	 requirements	 and	 recommendation	 for	 preventative	
health	measures,	healthcare	providers	also	exact	influence	over	the	breast.	How	much	is	
left	for	woman	who	finds	the	breast	on	her	chest	shielding	her	heart?	
Using	 these	conceptions	of	 the	breast,	an	 individual	may	see	 their	own	or	 their	















that	 cancer	 was	 mainly	 a	 women’s	 disease,	 because	 the	 only	 cases	 that	 were	 easily	
diagnosed	were	the	‘external’	cancers	that	effected	especially	women”	(Shorter,	1982,	p.	






Reagan	 stated,	 “despite	 the	 fact	 that	male	 physicians	 attended	most	 deliveries	 by	 the	
1930s,	 cancer	 literature	 reveals	 that	women	 continued	 to	 feel	 uncomfortable	 going	 to	
male	physicians	for	gynecological	examinations	well	into	the	20th	century”	(1997,	p.	1781).		
Social	change	had	to	take	place	before	women	would	feel	comfortable	going	to	a	male	
























this	 study	 was	 to	 explore	 the	 role	 that	 external	 entities	 throughout	 society	 play	 in	 a	
77		







experiences	 (Creswell,	 2007).	 The	 importance	 placed	 on	 the	 timeline	 of	 an	 event	 is	 a	
benefit	to	narrative	research	(Clandinin	&	Connelly,	2000;	Creswell,	2007).		Chronology	is	




Qualitative	 research	 using	 a	 phenomenological	 approach	 explores	 the	 lived	
experiences	 of	 individuals	 who	 have	 shared	 a	 common	 phenomenon.	 This	 research	
approach	allows	participants	 to	 interpret	 their	experiences,	 construct	 their	worlds,	and	
attribute	meaning	to	their	experiences.	The	overall	purpose	is	to	understand	how	people	
make	sense	of	their	 lives	and	their	experiences	(Merriam,	2009,	p.	23).”	(Patton,	2005).		







Criterion	 sampling	was	 used	 to	 recruit	 participants.	 	 This	 sampling	 technique	 is	
common	among	qualitative	research	using	a	phenomenological	approach	and	allows	the	
researcher	 to	 insure	 that	all	 cases	 fit	 the	criterion	selected	 (Creswell,	2007).	 Interviews	
were	 conducted	 with	 women	 over	 the	 age	 of	 19	 (the	 age	 of	 majority	 in	 the	 state	 of	
Nebraska)	 who	 had	 been	 diagnosed	 with	 breast	 cancer	 in	 their	 lifetimes	 and	 were	 a	
minimum	of	six	months	out	of	treatment.	Since	many	changes	and	adaptations	may	need	
to	be	made	immediately	following	diagnosis	and	throughout	treatment,	six	months	was	




to	develop	a	pool	of	participants.	 Initial	 participants	 (Wave	1)	were	 recruited	 from	 the	
principal	 researcher’s	 professional	 networks.	 After	 the	 initial	 recruitment,	 additional	
participants	 were	 identified	 using	 Wave	 1	 participants’	 personal	 connections.	 Using	
Saturation	 Theory,	 as	 described	 by	 Lincoln	 &	 Guba	 (1985)	 waves	 of	 participants	 were	
recruited	until	saturation	of	data	had	been	reached.	Saturation	was	determined	reached	
when	 there	 was	 continued	 redundancy	 in	 respondents’	 answers	 or	 when	 additional	
interviews	 did	 not	 contribute	 additional	 novel	 information	 that	 enhanced	 the	
understanding	of	the	phenomenon	(Creswell,	2007;	Patton,	2015).	
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In	order	 to	assure	 that	during	each	 interview	 topics	of	 interest	 to	 the	 researcher	were	
discussed,	the	interview	guide	allowed	for	sufficient	structure	while	additionally	allowing	
participants	the	liberty	to	discuss	topics	and	themes	that	were	important	to	them.	
The	 value	 of	 the	 semi-structured	 interview	 was	 illustrated	 during	 preliminary	
research	to	determine	feasibility	for	this	study.	During	the	collection	of	pilot	data,	there	
were	minimal	questions	posed	about	each	survivors’	partner.	It	became	clear	very	quickly	
that	 this	additional	person	played	an	essential	 role	 in	all	aspects	of	 the	survivors’	 lives.	
Many	women	even	began	to	refer	to	their	situation	as	being	part	of	a	partnership	facing	
the	 disease.	 For	 example,	 many	 respondents	 began	 to	 change	 the	 subject	 of	 their	
narrative.	Many	of	the	women	went	from	using	first	person	singular	subjects	(i.e.	“when	I	















Semi-structured	60-	 to	 90-minute	 interviews	were	 conducted	with	women	who	
agreed	 to	 participate,	 and	 who	 had	 signed	 informed	 consent	 paperwork.	 In	 order	 to	
respect	the	needs	and	the	time	of	participants,	each	participant	was	given	the	choice	of	




with	 her	 cancer	 diagnosis	 and	 treatment.	 Each	 respondent	 was	 asked	 to	 describe	 her	
diagnosis	 story.	 Additional	 probing	 questions	 were	 included	 in	 the	 interview	 script	 to	
ensure	 that	 the	 researcher	 understood	 the	 types	 of	 treatment	 that	 the	 respondent	
received	and	to	initiate	the	discussion	about	sexuality	during	that	time.	After	background	
information	was	discussed,	the	interview	guide	followed	a	script	associated	with	the	three	
levels	 of	 interaction	 posited	 by	 Script	 Theory	 (cultural,	 interpersonal	 and	 intrapsychic).		
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codes	 based	 on	 iterative	 analysis	 of	 transcripts	 (bottom-up	 themes)	 were	 used	 to	
understand	themes	present	within	the	interviews.	
To	 check	 the	 validity,	 the	 researcher	 looked	 for	 information	 garnered	 from	
participants	that	did	not	agree	with	established	themes	and	any	evidence	diverged	from	
emergent	 findings	 was	 nevertheless	 included	 in	 analyses.	 	 Fact	 checking	 informants’	
accuracy	 is	 not	 possible	 within	 this	 type	 of	 study.	 In	 order	 to	 counter	 possible	
misunderstanding	 or	 accuracy	 issues,	 the	 interviewer	 asked	 for	 clarification	 or	 further	










Participants	 discussed	 social	 and	 cultural	 norms	 for	 women	 in	 the	 US	 during	
interviews.	 Many	 participants	 identified	 social	 or	 cultural	 pressures	 to	 be	 the	 kind	 of	
woman	 who	 can	 have	 it	 all,	 balancing	 work	 life,	 family	 life,	 and	 romantic	 life.	 One	
participant	explained	this	social	role	of	women	by	saying:	




So	it’s	a	big	balancing	act.	 I	kind	of	 joke	that	 in	my	next	 life	 I	want	to	be	a	man.	
(Nina,	6-year	survivor)	
Many	 felt	 that	 the	 norms	 their	 mothers	 and	 grandmothers	 persisted	 in	 the	







the	 breast,	 how	 it	 is	 displayed,	 or	 who	 holds	 control	 over	 the	 breast	 came	 from	 the	
interpersonal	and	internal	levels	of	influence.	
Interpersonal	Influences	on	the	Breast	











































This	 example	 demonstrates	 one	 situation	 that	 participants	 found	 themselves	 in	where	
their	body	was	not	perceived	as	entirely	 their	own.	 	Examples	of	 this	 type	of	 threat	 to	
autonomy	occurred	in	with	healthcare	personnel	as	well.		
Respondents	 recognized	 that	 autonomy	 over	 their	 breasts	 was	 fragile	 in	 the	
medical	setting.	This	fragility	over	autonomy	was	especially	the	case	when	conversations	
about	surgical	intervention	options	were	discussed.	Many	women	found	little	discussion	




















in	 their	 lives.	 The	 role	 that	 their	 breast	 held	 depended	 on	 the	 stage	 of	 life	 that	 the	

































Participants	 did	 not	 feel	 complete	 ownership	 of	 their	 breasts.	 In	 some	 cases,	
ownership	was	 relinquished	 freely	or	at	 least	with	minimal	hesitation.	The	 transition	of	
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bodily	 autonomy	 to	 partners	 and	 healthcare	 providers	 was,	 at	 times,	 a	 relief	 to	
participants.	 In	 almost	 all	 cases	 where	 partners	 showed	 influence	 over	 participants’	
decisions	and	bodies,	participants	showed	no	anger	or	resentment	toward	partners	who	
exacted	 control	 or	 influenced	 decisions.	 In	 many	 cases,	 these	 parts	 of	 participants’	
narrative	were	relayed	with	a	sense	of	relief	or	contentment	at	having	a	partner	who	cared	
enough	to	step	 in.	However,	 this	sense	of	relief	did	not	persist	during	 interactions	with	
health	care	providers.		














&	 Dunn,	 2011).	 These	 side	 effects	 of	 distress	 make	 it	 very	 difficult	 for	 survivors	 to	
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understand,	 remember,	 and	 think	 critically	 about	 the	 options	 being	 discussed	 during	
appointments.	For	a	survivor	experiencing	distress	in	the	form	of	anxiety	and	confusion,	
information	 about	 treatment	 and	 surgery	 options	 available	 may	 not	 be	 heard	 or	
understood	at	the	time	of	discussion.	For	many	the	result	was	the	perception	that	she	was	
not	a	part	of	the	process,	a	process	that	included	her	body	and	her	breasts.	




antagonists	 to	 survival.	 How	 often	 this	 disassociation	 occurs	 and	 the	 severity	 of	 the	




If	 a	woman	 persists	 in	 taking	 ownership	 of	 her	 breasts	 and	 demands	 complete	
autonomy	over	her	body,	a	disassociation	between	the	woman	and	her	breast	would	not	
occur.	That	continued	connection	would	allow	for	the	potential	of	a	 louder	voice	in	the	
decision-making	 process	 and	 a	 higher	 stake	 in	 the	 outcomes	 of	 treatment,	 as	 women	
recognize	their	breasts	as	part	of	themselves	and	not	an	enemy	other.		















Initial	 participants	 for	 this	 study	were	 selected	 from	 the	 principal	 investigator’s	
social	 and	 professional	 networks.	 This	 type	 of	 participant	 pool	 may	 cause	 some	
homogeneity;	however,	a	representative	sample	in	qualitative	research	is	generally	not	the	




qualitative	methods	 the	ability	 to	 look	 in-depth	at	a	 sub	population	and	how	a	 specific	
phenomenon	may	have	had	an	impact	on	that	sub-population.	 	
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CHAPTER	6:	Reflections	from	an	Insider	Researcher	
	
	“Each	woman	responds	to	the	crisis	that	breast	cancer	brings	to	her	life	
out	of	a	whole	pattern,	which	is	the	design	of	who	she	is	and	how	her	life	
has	been	lived.	The	weave	of	her	everyday	existence	is	the	training	ground	
for	how	she	deals	with	this	crisis.”	(Lorde,	1980)	
Introduction	
In	June	of	2010,	it	was	I	who	heard	the	words	that	gained	me	entrance	into	the	
exclusive	membership	of	cancer	survivorship	–	a	club	no	one,	including	myself,	wants	to	
join.	But	my	own	diagnosis	story	started	a	bit	before	this.	In	December	of	2009,	my	
husband	and	I	were	on	our	honeymoon	in	Peru.	We	climbed	Machu	Picchu,	we	ate	
ceviche,	we	hiked	the	ruins	of	the	Incan	trail,	we	tasted	guinea	pig,	and	we	found	a	lump	
in	my	breast.	Back	in	Nebraska,	it	took	five	months,	several	appointments	with	
physicians,	a	mammogram,	two	ultrasounds,	and	a	biopsy	before	the	doctors	were	finally	
convinced	that	what	we	were	dealing	with	was	cancer.	I	was	too	young,	I	didn’t	have	the	
right	symptoms,	and	I	did	not	advocate	for	myself	or	what	I	knew	to	be	the	truth.	
As	Audre	Lorde	said	back	in	1980,	while	she	dealt	with	making	meaning	for	her	
own	diagnosis,	everyone	deals	with	this	news	in	their	own	way.	I	am	no	different.	For	me,	
healing	would	happen	when	I	knew	and	understood	more	about	my	disease.	I	sought	out	
any	and	all	information	related	to	my	diagnosis.	In	2010,	I	was	the	first	in	my	peer	group,	
even	my	parents’	peer	groups,	to	have	experienced	a	cancer	diagnosis.	Because	of	this	
lack	of	reference,	I	decided	that	the	best	thing	for	me	to	do	would	be	to	learn	and	
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experience	everything	I	could.	In	this	way,	maybe	I	could	be	helpful	when	a	friend	or	
family	member	was	diagnosed	in	the	future,	I	could	be	a	reference	tool	for	which	
resources	to	access,	which	support	groups	to	avoid,	or	which	healthcare	workers	gave	
the	best	shots.		
I	asked	so	many	questions	of	so	many	people,	but	I	started	to	realize	that	not	all	
the	questions	that	I	had	had	answers.	Throughout	this	real-life	research,	sex	was	absent.	
Sex	was	absent	in	my	conversations	with	doctors	and	nurses.	Sexuality	was	scarce	in	the	
information	I	was	given	about	living	a	life	well	after	cancer.	Sexual	side	effects	were	listed	
along	with	the	risks	of	recurrent	cancers,	heart	disease,	or	even	death,	making	them	
seem	small	or	unimportant	by	comparison.	In	addition	to	this,	warnings	were	there,	but	
how	to	deal	with	these	changes	and	who	I	could	go	to	with	my	questions	was	not.		
Having	no	answers,	but	infinite	questions,	is	not	a	great	situation	for	someone	
with	access	to	the	internet.	Through	my	training	and	graduate	schooling,	I	knew	that	
WebMD	or	Googling	symptoms	was	probably	not	a	great	idea,	but	I	didn’t	need	that	
anyway.	I	was	a	student,	in	a	program	housed	at	a	medical	school.	I	had	access	to	the	
good	stuff.	Surprisingly,	this	also	let	me	down.	Physicians	and	researchers	didn’t	hesitate	
to	discuss	the	sexual	side	effects	of	cancer	and	chemotherapy,	but	hearing	the	actual	
experiences	of	women	who	had	“been	there”	was	absent.	Discussions	and	information	
were	highly	medical	and	technical	and	didn’t	necessarily	answer	the	questions	I	had.	
When	they	did	begin	to	answer	those	questions,	it	was	done	in	a	way	that	was	not	
physically	or	intellectually	available	to	all.	Words	like	sexual	dysfunction	and	sexual	
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morbidity	were	scary.	My	imagination	ran	with	phrases	like	these	and	soon	fear	and	tears	
were	the	major	themes	of	these	explorations.	
At	this	point	I	had	already	been	introduced	to	script	theory	and	was	quite	
interested	in	its	possible	role	in	sexual	interactions.	Seeing	my	situation	through	the	lens	
of	that	theory,	I	began	to	think	about	the	many	ways	that	my	own	experiences	and	
perceptions	might	help	to	better	understand	what	I	was	going	through.		
At	the	cultural/societal	level,	sex	is	crazy	prevalent	in	our	society,	but	I	cannot	say	
that	this	has	been	a	positive	influence	on	my	own	personal	cultural	script.	The	model	of	
sexuality	and	sexual	identity	that	we	are	fed	throughout	our	lives	by	media	sources	of	all	
sorts	does	not	place	much	of	an	emphasis	on	female	sexuality	beyond	the	female	
sexuality	expectations	of	others.	In	addition	to	this	emphasis,	conflicting	messages	
persist.	Women	are	sexual	objects	meant	to	please	men,	but	women	are	also	sexual	
gatekeepers	keeping	men	in	check.	Women	are	victims	in	situations	of	sexual	assault,	but	
women	are	at	fault	for	their	victimhood	in	the	way	they	dress	or	behave.	Because	of	
these	and	many	more	bizarre	dualities,	I	couldn’t	find	answers	to	my	questions	using	the	
cultural	scenarios	that	surrounded	me	(my	cultural	script).	
Many	people,	including	myself,	have	their	first	introduction	to	the	concepts	of	sex	
and	sexuality	from	school,	both	formally	in	the	classroom	and	informally	from	peers.	The	
model	we	see	in	school	though	emphasizes	the	topic	as	shameful	and	silly.	I	found	this	
even	at	the	graduate	level	of	academia.	While	working	towards	my	MPH,	I	had	a	poster	
accepted	into	the	annual	student	research	exhibition.	The	research	had	been	a	pictorial	
ethnography	of	ads	on	Craig’s	list.		Since	the	entire	data	set	was	pictures	from	these	ads,	I	
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had	chosen	to	display	some	of	the	photographs	on	my	poster.	To	my	surprise,	I	was	
asked	to	cover	up	any	pictures	of	the	naked	male	form.	The	pictures	were	deemed	
inappropriate	for	the	audience.	That	audience?	Faculty	and	students	from	the	college	of	
public	health.		
Not	only	do	we	teach	and	present	through	a	lens	of	shame,	for	most	education	
surrounding	sex	there	is	no	discussion	of	pleasure	or	satisfaction.	Sex	is	a	physiological	
process	that	produces	babies	and	giggles	alone.	If	this	is	the	background	that	you	have	
been	surrounded	by	throughout	life,	it	may	be	hard	to	voice	it	as	an	important	aspect	of	
life	when	survival	seems	on	the	line.	
At	the	interpersonal	level,	I	had	a	hard	time	seeking	answers	to	my	questions.	I	
had	my	doctor,	but	the	script	I	rely	on	with	medical	care	providers	was	of	little	help.	My	
oncologist	would	enter	the	room	and	ask	how	I	was	doing.	My	Midwestern	script	would	
kick-in	automatically.	“Fine,	and	you?”	I	may	have	spent	the	whole	last	week	in	bed,	but	
this	was	still	the	response	he’d	receive.	I	mean,	I’d	hate	to	be	considered	a	complainer…	
to	my	oncologist.	I	often	had	to	psych	myself	up	for	questions	in	regards	to	sex,	while	
ignoring	the	script	screaming	in	my	head	that	I	thought	appropriate	for	the	situation.	The	
same	ideas	that	I	presented	from	the	women	who	participated	in	this	research	were	
cycling	through	my	thoughts.	“He	doesn’t	want	to	hear	this.”	“This	isn’t	his	job.”	“The	
man	saved	my	life,	why	would	I	bring	him	something	so	trivial.”	I	had	to	do	a	lot	of	work	
to	quiet	this	script	and	overcome	the	prescribed	relationship	that	seems	to	be	a	norm	
between	physicians	and	patients.	He	was	not	my	boss,	he	was	not	my	savior,	he	was	
another	part	of	MY	health	care	team	who	was	working	for	ME.		
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Within	my	personal	relationship,	I	also	saw	how	the	interpersonal	script	I	had	
learned	throughout	my	life	played	a	part	in	the	extent	to	which	my	own	interpersonal	
script	was	knit	together	with	the	traditional	sexual	script.	It	did	not	matter	matter	how	
many	times	I	reminded	myself	that	female	sexuality,	my	sexuality,	and	pleasure	were	
important,	I	still	had	a	continuously	running	script	in	my	head	from	a	life	in	a	society	that	
places	a	tremendous	emphasis	on	male	sexuality	and	pleasure.	It	was	extremely	difficult	
to	think	of	my	own	sexual	needs	as	of	equal	importance	as	those	of	my	masculine	
counterpart.	It	was	hard	to	look	at	my	relationship	and	actions	with	my	husband	through	
anything	but	the	script	that	I	had	been	surrounded	by	my	entire	life.	
Despite	societal	pressures	that	force	scientific	inquiry	or	mature	conversations	
about	sex	to	occupy	spaces	of	privacy,	if	anywhere,	individuals	want	to	have	these	
conversations.	We	want	to	learn	about	the	opportunities	held	within	our	sexualities	and	
we	want	to	talk	to	professionals	who	can	help	us	when	issues	arise,	both	in	the	face	of	
morbidity	and	in	its	absence.		This	desire	was	ever	present	in	the	conversation	that	I	had	
with	the	interviewees	from	this	research	project.	Each	woman	I	spoke	to,	thanked	me	for	
creating	a	space	where	these	conversations	could	come	into	the	light	and	all,	although	
nervous	about	what	would	be	asked	of	them,	came	to	the	table	ready	and	excited	to	talk	
about	their	own	personal	experiences	when	sex	and	disease	collided.	Throughout	
interviews	with	participants	I	was	able	to	explore	and	understand	the	intersection	of	
these	two	domains.	Not	only	did	I	come	away	from	these	conversations	with	a	better	
understanding	of	this	intersection,	I	also	learned	valuable	lessons	about	research	and	my	
relationship	to	the	processes	of	research.	
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Insider	or	Outsider?	That	is	the	Question	
One	of	the	first	lessons	that	I	learned	was	about	the	impact	of	my	own	personal	
survivorship	on	my	research.	Whether	to	tell	respondents	that	I	too	was	a	survivor	or	not	
was	a	big	question	at	the	beginning	of	the	interviews.	During	the	first	interviews,	I	was	
meeting	with	individuals	that	I	was	connected	to	in	some	way.	By	about	the	sixth	
interview,	I	realized	that	the	woman	on	the	phone	had	no	idea	who	I	was	or	what	I	
looked	like.	The	tell-tale	signs	of	survivorship	that	were	a	common	part	of	my	look	(i.e.	
caps	and	head	scarves)	were	not	apparent	to	those	participants	who	did	not	know	me	
and	who	I	only	spoke	with	over	the	phone.	I	didn’t	know	how	this	presentation	or	lack	of	
presentation	of	my	own	survivorship	might	impact	research,	but	I	believed	that	this	
disclosure	would	in	fact	lead	to	some	sort	of	impact.		
On	the	one	hand,	would	women	share	more?	In	which	case,	great!	We	would	
share	a	common	language	and	background	of	experience,	that	may	lead	to	better	
understanding	of	one	another.	Maybe	having	been	a	member	of	the	community	and	
likely	having	experienced	many	of	the	same	fears	and	frustrations	in	the	departments	of	
sex	and	medical	interventions	would	lead	to	an	opening.	If	my	experience	as	a	survivor	
lead	to	more	disclosure	or	a	safer	space	for	conversation,	then	I	was	happy	to	disclose	
and	see	where	that	might	lead	us.		
But	a	more	real	apprehension	was:	would	women	who	knew	my	situation	share	
less?	As	with	any	community,	not	all	survivors	are	the	same.	When	a	woman	who	has	the	
advantage	of	naming	herself	as	a	5-year,	10-year,	25-year	survivor,	how	does	she	make	
meaning	of	the	woman	sitting	across	from	her	who	mirrors	that	struggle	that	she	had	
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been	through	so	many	years	ago?	Would	she	relate	too	much	to	me	and	in	doing	so	not	
disclose	information,	thinking	“of	course	she	already	knows	that”?	Or	would	she	hold	
back,	fearing	her	own	success	in	the	face	of	this	disease	be	interpreted	as	arrogant	or	
worse,	temporary?	
Worse	yet,	my	own	cancer	is	metastatic.	How	might	this	be	interpreted?	I	was	
concerned	that	some	respondents	may	feel	that	their	own	experience	was	dwarfed	or	
insignificant	as	compared	to	a	person	in	a	perpetual	disease	state.	After	all,	each	of	the	
women	that	I	spoke	with	were	able	to	say	that	they	had	been	cured	of	the	disease.	I	
could	not	begin	to	count	the	number	of	times	I	have	heard,	“but	that’s	nothing	compared	
to	what	you	are	dealing	with	right	now.”	Well,	you	know	what?	It	isn't.	This	isn’t	because	
I’m	suffering	more	than	any	person	I	spoke	with,	this	is	because	pain,	anxiety,	and	fear	
are	different	and	manifest	themselves	differently	for	each	individual.	We	cannot	compare	
suffering.	What	you	are	dealing	with	right	now	really	is	nothing	compared	to	what	I	am	
dealing	with,	but	the	reverse	is	also	true.	I	did	not	want	this	to	become	a	lens	through	
which	participants	answered	the	questions	that	I	posed.	
In	order	to	attempt	to	counter	this	possible	confounder,	at	the	end	of	each	
telephone	interview,	I	disclosed	my	survivorship	status.	About	half	of	the	women	that	I	
spoke	to	(N	=	21)	had	knowledge	of	my	personal	diagnosis,	while	the	other	half	had	no	
idea	how	intimately	involved	in	the	disease	I	was	until	after	interviews.	Most	of	the	
interviews	(n	=	19)	took	place	over	the	phone,	so	for	those	who	never	saw	me	or	my	
scarf-clad	noggin,	there	is	a	strong	possibility	that	this	disease	was	not	connected	to	me	
at	all	–	at	least	not	until	the	termination	of	the	interview	when	I	let	each	respondent	
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know	about	my	own	personal	connection	to	this	disease.	I	felt	a	responsibility	that	each	
woman	should	know	that	I	was	a	part	of	the	community,	that	I	was	looking	out	for	the	
best	interests	of	the	community	and	that	their	story	was	being	heard	by	an	individual	
who	had	a	stake	in	the	game.	I	knew	that	my	decision	was	right	when	I	noticed	that	for	
many	of	the	interviews,	some	of	the	richest	data	came	after	my	disclosure	when	my	
interview	had	been	completed.	The	atmosphere	of	the	conversation	changed	from	a	
researcher/participant	interaction,	to	a	comfortable	conversation	between	old	friends.	
For	research	that	I	plan	to	do	in	the	future,	determining	whether	to	disclose	my	
cancer	status	will	be	taken	care	of	during	the	planning	phase	of	research.	My	personal	
disclosure	of	disease	status	had	not	come	up	as	an	issue	during	pilot	interviews	due	to	
the	relationships	that	I	had	with	those	first	respondents.	It	was	not	until	about	the	fifth	
interview	of	my	dissertation	research	that	I	realized	the	person	I	was	talking	to	had	no	
reason	to	know	that	I	too	was	a	survivor.	Through	this	research	I	have	learned	that	
whether	I	disclose	my	disease	status	makes	an	impact	on	participants	within	the	study,	so	
as	I	continue	to	establish	my	research	agenda	this	issue	will	be	determined	prior	to	the	
initiation	of	any	future	studies.	
Importance	of	the	Survivorship	Timeline		
Another	lesson	that	I	learned	from	this	research	is	that	survivorship	is	not	the	
same	for	everyone	and	a	person’s	identity	with	this	title	is	largely	dependent	on	where	
they	are	in	the	processes	of	diagnosis,	treatment,	and	healing.	Especially	when	we	
consider	women	who	are	currently	in	treatments	such	as	chemotherapy	and	radiation.	In	
pilot	research	I	did	with	breast	and	gynecological	cancer	survivors,	sex	during	treatment	
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was	the	last	thing	on	their	minds.	For	most	of	them,	their	diagnosis	had	been	in	the	
recent	past	and	the	effects	of	treatment	made	even	activities	of	daily	living	taxing.	For	
those	participants	of	the	pilot	research,	sex	would	have	been	a	superfluous	expenditure	
of	energy	that	could	have	been	better	spent	on	working	hard	to	maintain	a	pre-diagnosis	
life.	When	time	has	lapsed	(for	this	research	defined	as	6	months	post	treatment	
termination)	and	survivorship,	not	survival,	is	a	more	accurate	description	of	life,	then	
this	conversation	is	less	clouded	with	learning	to	adjust	to	the	position	cancer	has	taken	
within	your	life.	At	this	point	individuals	have	a	better	ability	to	step	back	and	recognize	
the	impact	that	the	disease	has	had.	
For	future	research,	I	will	hold	to	this	timeline.	Throughout	this	current	research,	
there	were	no	indications	that	significant	adaptation	to	disease	occurred	after	the	6-
months	post	treatment	milestone.	Adaptation	caused	by	the	disease	and	acceptance	of	
the	post-cancer	body	as	a	new	normal	does	continue	after	this	milestone.	However,	the	
steep	learning	curve	that	marks	the	first	months	of	cancer	treatment	begins	to	level	off	
and	adaptation	and	acceptance	become	more	gradual.	This	timeline	of	survivorship	
becomes	a	lens	through	which	women	see	their	disease	and	lens	like	this	are	important	
to	recognize	as	we	interact	with	communities	of	interest.	
The	Fundamental	Role	of	Personal	Lenses,	Assumptions,	and	Biases	
In	my	work	as	an	instructor	in	the	university	in	Omaha,	I	often	ask	my	students	
where	their	ideas	and	opinions	come	from.	Most	of	my	students	are	from	places	around	
Nebraska	where	they	have	lived	the	entirety	of	their	lives.	Urban	and	rural	students	make	
up	classrooms,	but	in	most	cases,	urban	is	defined	as	the	suburbs	of	Omaha,	a	
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metropolitan	area	of	less	than	800,000	people.	There	is	the	occasional	student	from	a	
larger	city	or	metropolitan	area,	but	for	the	most	part	the	population	of	the	classroom	
consists	of	Midwestern	students	who	have	spent	their	lives	in	Midwestern	environments.	
So	when	I	posit	a	question	in	the	classroom,	the	answer	is	often	heavily	weighted	toward	
the	conservative	upbringing	that	these	students	have	had.	“But	why?”	is	an	extremely	
challenging	question	that	many	of	my	students	have	never	heard.	Their	answers	are	
informed	by	the	lenses	of	experience,	assumptions	developed	by	a	lifetime	of	
observation,	and	subtle	biases	that	were	probably	heard	around	the	dinner	table.		
The	training	I	strive	for	with	these	students	does	not	attempt	to	eliminate	these	
lenses,	assumptions,	and	biases,	but	requires	that	students	recognize	the	existence	of	
lenses,	assumptions,	and	biases	in	every	judgment	and	interpretation	we	make.	My	hope	
for	the	classroom	is	not	to	eliminate	or	change	these	factors,	but	for	students	to	become	
willing	and	hungry	to	understand	where	their	ideas	are	founded	and	formed,	who	had	a	
say	in	what	they	believe	now,	and	the	impact	of	their	natal	environment	on	fundamental	
ideas	they	now	hold	onto	so	dearly.	
Just	like	the	students	in	my	classrooms,	researchers	too	bring	with	them	lenses,	
assumptions,	and	biases	to	the	work	they	do.	The	lenses,	assumptions,	and	biases	that	
we	bring	to	the	formation,	analysis,	and	interpretation	of	our	research	are	not	inherently	
bad,	but	I	had	done	the	one	thing	that	I	advise	each	of	my	students	not	to	do.	I	had	
inadvertently	allowed	these	lenses,	assumptions,	and	biases	to	tinge	my	objectivity	
without	first	recognizing	they	were	there.		
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Anger	was	an	extremely	potent	fuel	for	the	passion	with	which	I	faced	the	
questions	I	wanted	answered.	I	was	angry	at	how	sex	had	been	dealt	with	in	my	own,	and	
so	many	others’,	treatments.	I	was	angry	that	the	answers	to	my	own	questions	weren’t	
readily	available.	But	above	all,	I	was	angry	at	being	sick,	again.	This	does	not	mean	that	
the	questions	I	asked	should	not	have	been	asked,	simply	that	they	were	questions	that	
may	have	been	tinted	with	a	personal	ire	I	had	not	yet	recognized.	
My	own	experiences	and	attitude	may	have	tinted	the	questions	that	I	asked	and	
the	way	that	they	were	asked;	however,	I	used	skills	learned	in	studying	qualitative	
research	to	maintain	objectivity.	One	way	that	I	tried	to	preserve	this	objectivity	was	
through	a	process	of	constant	reflection.	After	each	interview,	I	wrote	my	impressions	
and	emotional	reactions	to	the	conversation	that	had	taken	place	and	kept	these	
reflections	with	as	part	of	my	field	notes.	At	the	time	of	reflection	and	later	during	data	
analysis,	I	used	these	field	notes	to	realize	moments	in	the	study	where	bias-laden	
judgements	may	have	taken	place	instead.	This	process	helped	to	ensure	that	I	stayed	
grounded	in	the	data.	In	future	research	I	plan	to	continue	this	practice.	
Conclusion	
I	have	learned	a	tremendous	amount	about	the	intersection	of	sex	and	disease.	
Not	only	have	I	learned	about	myself	and	my	placement	within	the	research	that	I	do,	I	
have	also	learned	that	the	community	of	survivors	is	more	incredible	than	I	had	ever	
imagined.	At	the	risk	of	perpetuating	the	social	stereo	type	of	the	“Superwoman	
Survivor”,	the	women	I	spoke	with	and	who	participated	in	the	many	iterations	and	
stages	of	this	research	are	pretty	amazing.		
102		
In	the	future,	I	want	to	replicate	this	study	with	cervical	cancer	survivors.	The	
community	of	cervical	cancer	survivors,	while	I	am	sure	is	equally	amazing,	has	
characteristics	that	are	not	present	with	breast	cancer	survivorship.	One	of	these	
characteristics	is	cervical	cancer’s	association	with	sexual	activity,	through	it’s	association	
with	the	human	papilloma	virus	(HPV).	While	breast	cancer	survivors	have	an	‘out	and	
proud’	status	within	our	society,	cervical	cancer	brings	with	it	stigma	that	is	not	
associated	with	other	cancers.	This	hidden	group	of	cancer	survivors	has	less	community	
cohesion	and	an	unknown	number,	due	to	lack	of	research,	of	cervical	cancer	survivors	
do	not	disclose	their	disease	status	with	others.	These	are	two	factors	completely	
unfamiliar	to	the	community	of	breast	cancer	survivors.	
Another	population	for	possible	replication	of	this	study	would	be	with	young	
adult	survivors.	For	decades	now,	cancer	treatment	and	survivorship	research	has	
focused	on	the	impact	to	older	adults.	This	focus	is	understandable	when	we	consider	
that	many	times	cancer	is	the	result	of	a	lifetime	of	health	behavior	decisions,	but	cancer	
diagnoses	are	not	uncommon	in	young	adult	populations	where	these	health	decisions	
have	not	had	nearly	the	number	of	years	to	wreak	havoc	on	the	body.	The	needs	of	
young	adults	are	quite	different	than	those	of	older	adults.	While	older	adult	survivors	
may	have	to	worry	about	disclosing	their	disease	status	with	grandchildren,	young	adult	
survivors	may	have	to	worry	about	whether	having	children	will	be	an	option	for	them.	
While	older	adults	may	worry	about	the	impact	that	cancer	will	have	on	their	sex	life,	
younger	adults	may	worry	about	how	to	start	a	sex	life	in	the	face	of	disease.	These	
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needs	are	extremely	different	between	the	two	groups	and	the	current	solution	of	
treating	both	groups	similarly	does	not	work.	
Within	these	two	cancer	survivorship	communities,	research	has	the	potential	of	
great	impact.	Especially	when	the	miniscule	amount	of	extant	literature	on	these	
subpopulations	is	considered.	For	my	future	as	a	researcher,	I	want	to	be	a	part	of	
understanding	the	unique	needs	of	these	groups	and	how	public	health	can	have	a	hand	
in	making	improvements	to	quality	of	life	happen.	 	
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APPENDIX	
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Appendix	A:	Interview	Guide	–	Sexual	Satisfaction	and	Survivorship	
Opening	Statement	
Thanks	so	much	for	taking	the	time	to	talk	to	me.		My	name	is	Aja	and	I	am	a	
doctoral	candidate	from	the	College	of	Public	Health	at	UNMC.		I	am	currently	working	on	
a	project	exploring	sexuality	of	women	who	have	experienced	diagnoses	of	breast	
cancer.	The	definition	of	sexuality	that	we	will	use	comes	from	a	sexual	health	textbook	
used	at	UNO.	For	the	purposes	of	this	interview,	sexuality	is	“the	emotional,	intellectual,	
and	physical	aspects	of	sexual	attraction	and	expression”	(Yarber	&	Sayad,	2013).	
The	interview	will	probably	be	60-90	minutes.	During	this	time	I	would	like	hear	
about	your	experiences	as	a	survivor	and	how	sex	and	sexuality	has	played	a	role	in	your	
life	both	prior	to	and	since	your	diagnosis.		Please	feel	free	to	ask	questions	of	your	own,	
tell	me	if	you	need	a	break,	or	want	to	stop.		Before	we	get	started	do	you	have	any	
questions	for	me?	
[Start	recording]	
	
Initial	Questions	
How	long	ago	were	you	diagnosed?	 __________________________________________	
	
When	did	you	complete	active	treatment?	 ____________________________________	
	
Was	breast	cancer	your	primary	cancer?	Have	you	been	diagnosed	with	other	cancers?		
	
________________________________________________________________________	
	
[Go	to	interview	guide]	
	
Conclusion	
Thank	you	very	much	for	your	participation	and	for	taking	the	time	to	talk	to	me	about	
your	experiences.		I	just	have	one	last	question	for	you.	Can	you	identify	three	women	
who	have	been	diagnosed	with	breast	cancer,	who	you	believe	would	be	interested	in	
answering	these	same	questions?	
	
[Stop	recording]	
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Domain	
Themes	or	
Subdomains	 Prompt	Question	 Probes	
Background		 Build	Rapport	 Let’s	start	with	your	diagnosis	
story.	
	
• Surgery?	Why	did	you	choose	this	surgery?	
• Chemo?	
• Radiation?	
• Hormonal	therapy?	
• During	this	time	did	anyone	discuss	sex,	sexuality	or	sexual	
satisfaction	with	you?	What	did	they	say?	
• How	would	you	define	sex?	
• Where	you	in	a	relationship	during	this	time?	
Cultural	Script	
Women’s	Role	
and	
Performance	
of	Gender	in	
US	Culture	
Expression	and	
performance	of	
gender	
How	would	you	describe,	from	
your	own	point	of	view,	the	role	
of	women	in	our	culture?	
• How	have	your	thoughts	on	these	expectations	have	changed	
since	you	were	diagnosed?	
• How	do	you	think	that	fits	with	your	own	vision	of	your	life	as	a	
woman?	
• How	do	you	think	women	with	cancer	are	seen	in	US	culture?	
Relationship	 What,	roles	in	your	opinion,	do	
women	play	within	a	romantic	
relationship?	
Sexual	Behaviors	 Again,	from	your	own	point	of	
view,	how	would	you	describe	
the	role	of	women	with	regards	
to	sexual	behavior?	
Interpersonal	
Script	
Relationship	
with	Others	
and	Partner	
Expression	and	
performance	of	
gender	
How	would	describe	your	role	
as	a	woman	in	your	relationship	
since	your	diagnosis?	
• How	would	you	describe	your	role	in	your	family	before	and	
after	treatment	and	diagnosis?	
• Would	this/How	might	this	have	been	different	if	you	were	a	
man?	
• Did	you	feel	you	had	a	role	to	play	or	obligations	as	the	
survivor?	
• How	would	you	describe	your	relationship	with	your	partner?	
(Speculate	on	future	relationships)	
	 Relationship	 Tell	me	how	survivorship	has	
impacted	your	relationship;	If	
not	in	a	relationship,	speculate	
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Domain	
Themes	or	
Subdomains	 Prompt	Question	 Probes	
on	how	this	might	impact	your	
relationships	going	forward.	
• Before	and	after	treatment	and	diagnosis?	
• How	did	having	cancer	or	the	treatment	that	you	were	
prescribed	create	changes	within	your	relationship?	
• How	would	you	describe	your	role	at	home	and	with	your	
partner	prior	to	diagnoses?	After	your	diagnosis?	
Sexual	Behaviors	 Tell	me	how	survivorship	has	
impacted	how	you	have	sex	and	
the	kinds	of	sex	you	have.		
Intrapsychic	
Script	
Body	Image	
and	Personal	
Role	in	
Sex/Sexuality	
Expression	and	
performance	of	
gender	
How	have	the	ways	in	which	
you	express	your	own	
femininity	changed	since	your	
diagnosis?		
• Where/how	did	you	learn	to	adapt	your	sexual	behaviors	after		
• Diagnosis?	
• Surgery?	
• Treatment?	
• What	does	sexual	satisfaction	mean	to	you?		
• Does	sexual	pleasure/satisfaction	look	different	then	prior	to	
your	diagnosis?	How?	
• How	does	being	a	survivor	effect	how	you	achieve	sexual	
satisfaction?	
• What	do	you	see	when	you	at	yourself	in	the	mirror?	
Relationship	 What	do	you	think	your	partner	
thinks	about	your	contribution	
to	your	sexual	relationship?	
What	impact	do	you	think	they	
might	say	your	diagnosis	has	
had	on	your	relationship?	
Sexual	Behaviors	 If	it	has,	how	has	your	role	in	
sex	changed	since	your	
diagnosis?		
Conclusion	 Missed	
Information	or	
Other	Important	
Themes	to	
Consider	
Is	there	anything	we	haven’t	
talked	about	in	regards	to	
sex/sexuality	and	survivorship	
that	I	should	know?	
• What	does	a	newly	diagnosed	woman	need	to	know	about	sex	
after	being	diagnosed	with	cancer?	
• Where	should	this	information	come	from?	
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